Ethical and legal points of view in parenteral nutrition – Guidelines on Parenteral Nutrition, Chapter 12 by Rothaermel, S. et al.
Ethical and legal points of view in parenteral nutrition –
Guidelines on Parenteral Nutrition, Chapter 12
Ethische und rechtliche Aspekte der parenteralen Ernährung – Leitlinie
Parenterale Ernährung, Kapitel 12
Abstract
Adequate nutrition is a part of medical treatment and is influenced by
ethical and legal considerations. Patients, who cannot be sufficiently
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should only be accepted if the patient is capable of recognizing the
nature, meaning and importance of the intervention as well as the
consequencesofrelinquishmentofsuchanintervention,andiscapable
to make a self-determined decision. If the patient is not capable of
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Zusammenfassung
Eine angemessene Ernährung ist Teil des medizinischen Behandlungs-
auftrags und wird in hohem Maße durch ethische und rechtliche Über-
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legungenbeeinflusst.Patienten,dieüberdenGastrointestinaltraktnicht
ausreichend ernährt werden können, haben grundsätzlich Anspruch
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nährungszustand adäquaten Ernährung, das Vorbeugen einer
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PE ist zu respektieren, wobei eine vorhandene unterschriebene Patien-
tenverfügung hilfreich ist. Im Verlauf einer unheilbaren Erkrankung
mussdieErnährungandiejeweiligePhaseindividuellunterBerücksich-
tigungderBedürfnisseundWünschedesPatientenangepasstwerden.
DieEinwilligungsfähigkeitistinjedemEinzelfallundfürjedeMaßnahme
erneut zu überprüfen und dann anzunehmen, wenn der Patient in der
Lage ist, Wesen, Bedeutung und Trageweite des Eingriffs sowie des
Verzichts auf einen solchen zu erkennen und eine selbst bestimmte
Entscheidung zu treffen. Wenn der Patient nicht einwilligungsfähig ist,
ist vor allem die Patientenverfügung das wichtigste Indiz bei der Ermitt-
lungdesmutmaßlichenWillensdesPatientenundrechtlichverbindlich.
1/4 GMS German Medical Science 2009, Vol. 7, ISSN 1612-3174
Review Article OPEN ACCESS Special IssueLiegtdiesenichtvor,entscheidetdervonihmbenannteVorsorgebevoll-
mächtigte oder, falls der Patient insoweit keine Vorsorge getroffen hat,
der vom Gericht bestellte Betreuer.
Preamble
Adequate nutrition is a part of medical treatment. Nutri-
tion has a particular effect on the communicative and
socialneedsofaperson,andthisiswhyquestionsregard-
ing the commencement and cessation of PN are, to a
great extent, influenced by ethical and legal consider-
ations. In this section, criteria for decision making, legal
requirements and potential procedural steps are
presented to enable competent decision-making.
Fundamentals
Patients, who cannot be sufficiently fed via the
gastrointestinal tract, have the fundamental right to re-
ceive PN. This also applies to the growing group of pa-
tients who are unable to give their consent. General ob-
jectives in nutrition support are to supply adequate nutri-
tion with regards to the prevention of malnutrition and
its consequences (increased morbidity and mortality),
andtherebypromotingimprovedoutcomeand/orquality
oflifeforthepatient.Intheindividualpatient,thespecific
objectivesofnutritionalsupportaredeterminedconsider-
ingthepatient’sneeds.Nutritionsupportshouldprevent
weight loss, aims at improving the nutritional state and
at providing a benefit on the overall clinical situation. In
contrast, the aim of palliative nutrition carried out in pa-
tients with terminal diseases is support quality of life.
The decisions to start and to end PN should be made by
the physician-in-charge, in consideration of the patient’s
wishes. Other caregivers involved in the treatment and
relatives should also be involved in the decision-making
process whenever possible and appropriate. In case of
divergingviews,anethicalconsultationisstronglyrecom-
mended.
The requests of the patient to renounce PN should be
respected. In the case of non-existing informed consent
and the necessity to determine the presumable wishes
of a patient, it is helpful if the patient has previously re-
corded such wishes and mentioned the situations in
which it should be followed, e.g. in a living will. The pa-
tient’smedicalconsultationshouldincludepossibleindi-
cations for enteral or parenteral nutrition as well as the
consequences of relinquishing nutrition and fluid intake
in the various phases of an illness, when drawing up a
living will.
Indications for PN
The medical indication for artificial nutrition is classically
present when the patient is not “allowed to or cannot”
eat or be enterally fed. PN is indicated if the
gastrointestinal tract is partially functioning or not func-
tioning at all. Severe malnutrition may also be an indica-
tion for (at least partial) PN despite the possibility to
provide enteral nutrition.
Medical, legal and ethical issues, as described below,
are to be considered when deciding on the indication for
artificial nutritional support. In the evaluation of medical
criteria, it should be noted that a good nutritional state
has a positive influence not only on outcome but also on
subjective quality of life. Imminent malnutrition must be
treated as an adverse risk factor for outcome.
In defining an indication for PN, there should be clarity
as to the purpose and objective of PN, and the attitude
of the patient towards it. The will of the patient, the
prognosisandthesubjectivequalityoflifeoftenchanges
repeatedly with treatment and duringthe course of a dis-
ease. Therefore, the indication of PN should be reviewed
on a regular basis.
Contraindications
In addition to absolute medical contraindications, PN is
alsocontraindicatedwhenthepatientcanbesufficiently
fed either orally or enterally via a nasogastric tube or
PEG/PEJ, respectively. For legal and ethical reasons PN
has to be omitted if the patient refuses to consent to PN
oriftherefusalisapparentfromthepresumedwill,given
the patient has known the ledge of possible con-
sequences.
Medical responsibility in terminal
care
The course of a terminal illness can be divided into the
rehabilitation phase, preterminal phase and terminal
phase [1]. The treatment objective during the rehabilita-
tion phase, which can sometimes last for years, is to re-
turn or maintain the patient’s independence and level of
performance. Therapeutic objectives and the main focus
of care need to be re-established in the preterminal
phase, which can last weeks and months, and in the ter-
minal phase during which the death of the patient is im-
minent [1], [2], [3], [4]. The main objectives in these last
phasesaretoalleviatesymptomsandsuffering,maintain-
ingqualityoflife,enablingself-determinationandsupport-
ing a “good death” [1], [3], [4], [5], [6], [7], [8], [9]. Clas-
sicalobjectivesofnutrition,suchasmaintainingnutrition-
al status, retaining functions, and a positive influence on
the course of illness or life span, are of little relevance in
terminal care.
Thetaskofsuppressinguncomfortablefeelingsofhunger
andthirstareofprimeimportance.Theneedsandwishes
of the patient may change during the last phase of life,
whereindividualpersondifferinthebehaviourandneeds
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carefully considering the potential risks and benefits
based on the new objectives [1], [2], [3], [8], [9]. Accord-
ingtostudies,patientsoftenhaveadrymouth,premature
feeling of satiation, sickness and dysgeusia, but rarely
feel hungry and thirsty. Hunger and thirst can, however,
often be addressed with only small amounts of oral fluid
and food intake. Indiscriminate and high fluid intake can
beproblematicifitresultsinoedema(particularlypulmon-
aryoedema),shortnessofbreath,nausea,vomiting,and
increasedurineproduction.Adetailedobservationofthe
patients is necessary, as symptoms of xerostomia and
thirst do not correlate with the body’s hydration state.
Parenteral fluid intake does not always result in improve-
mentsofthirstsymptoms.Thefeelingsofxerostomiaand
thirst are also caused by medications, oxygen therapy,
breathing through the mouth as well as fear and depres-
sion. Measures such as lip care (cleaning and retaining
moisture in lips) and mouth care with mouth washes,
frequent offers of fluids, and the application of ice chips
or ice cubes should be the main interventions at the
outset of treating xerostomia and thirst [1], [2], [7], [9],
[10], [11]. Hydration may be necessary if a patient still
complains of thirst despite good care. Further reasons
may be sudden, unexplained confusion, unexplained
agitation as well as the increased toxic actions of drugs.
Low amounts of fluid, i.e. 1000 ml/24 h, should be ad-
ministered via peripheral access in order to prevent de-
hydration [3], [7], [8], [9].
Legal aspects
Patients capable of giving consent
The insertion of a central venous catheter and adminis-
trationofPNarelegallyassessedasphysicalbodilyharm,
which are, therefore, only permissible with the patient's
consent [12], [13], [14], [15], [16]. As long as the patient
is capable of consenting, she/he will be the sole receiver
ofacomprehensivedocumentofclarification,whichmust
contain potential complications and risks as well as the
consequences of not having treatment. Consent and
clarification of the patient must be documented.
Capability of consent does not mean legal capability in
terms of civil law. Children and teenagers over the age
of 14 are usually capable of giving consent. Patients, for
whomalegalguardianhasbeenappointedduetohealth
matters also remain potentially capable of consent in all
areas. Capability of consent should be checked in each
individual case and for each measure on an individual
basis. Consent should only be accepted if the patient is
capable of recognizing the nature, meaning and import-
ance of the intervention as well as the consequences of
relinquishment of such an intervention, and is capable
to make a self-determined decision. If the capability of
consent has been established by the physician, the
opinion of the guardian, relatives or persons responsible
forthecareandcustodyofthepatientislegallyirrelevant
[5], [12].
Capabilityofconsentcanbeliftedforcomplexquestions,
butmayremainforsimplequestions.It,therefore,should
be checked whether the decision for or against nutrition
can be fully understood, intellectually and emotionally,
by the patient [5], [12].
Patients who are not capable of
consenting
If the patient is not capable of consenting, a guardian
appointedbythepatient,ortherepresentativeappointed
by the court (if the patient has made no provisions) can
makethedecision.Thecommencementoflegalproceed-
ings to appoint a guardian is only legally waived in urgent
cases. The local court is responsible.
The patient’s living will is the most important document
when determining their assumed will. If the patient has
made statements in a living will regarding PN and situ-
ations in which it is to be rejected, then this living will is
legally binding for the doctors, guardians and represent-
atives according to current jurisdiction [13], [14] and the
guidelinesoftheFederalChamberofPhysicians[6],[17].
Alegalinvestigationofnutritionwithdrawalisonlyneces-
sary (according to the current jurisdiction of the Federal
Court of Justice [13], [14]) when there is an indication
fornutritionfromamedicalpointofview,buttheguardian
choosestogoagainstmedicaladviceandrefusenutrition,
and the issue cannot be resolved.
Although the decision to introduce PN can necessitate
thecommencementofguardianshipproceedings,itdoes
not require judicial authorisation. An analogous use of §
1904 of the German Civil Code does not come into con-
sideration despite the existing risks of inserting a central
venous catheter, because although the risk of death
cannotbecompletelyexcludedduetotheriskofinfection,
theinsertionofacentralvenouscatheterisnotevaluated
as “typically life threatening” in terms of § 1904 of the
German Civil Code.
Individual questions on liability and
organisation
Prescription and administration of PN is the task of the
doctor. The doctor remains responsible even if individual
stepsaredelegatedtonursingstaff.Thepersonalrespon-
sibility of the pharmacist for the preparation and mixing
ofthecompositionremainsunaffected.Thecompositions
used and the quantity prescribed, as well as the serial
number of the bag, should be documented.
Notes
This article is part of the publication of the Guidelines on
Parenteral Nutrition from the German Society for Nutri-
tional Medicine (overview and corresponding address
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shtml).
English version edited by Sabine Verwied-Jorky, Rashmi
Mittal and Berthold Koletzko, Univ. of Munich Medical
Centre, Munich, Germany.
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